Family caregivers experiences of formal care when caring for persons with dementia through the process of the disease.
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Introduction
Family caregivers' experiences of formal care when caring for persons with dementia through the process of the disease have been sparsely investigated. Their experiences of formal care are most often investigated separately in different contexts, such as once the diagnosis is set, at home, in day care or in a nursing home (NH). Further, few studies focus on family caregivers´ experiences of collaboration with formal care when caring for persons with dementia throughout the process of the disease. Moreover, studies on the topic are from different cultures, often with different care and service systems, primarily from Australia, Canada, the Netherlands, Sweden and the United Kingdom (1) (2) (3) (4) (5) . To assist family caregivers (hereafter referred to as "caregivers") and improve formal care and support throughout the process of dementia, more knowledge is needed about caregivers' experiences of formal care through the process of the dementia (6, 7) .
The care of persons with dementia through the process of the disease is mainly provided at home by caregivers (8, 9) . Caregivers are unpaid individuals who support or provide care to a person who is dependent due to long-term physical or mental illness or disability, or to age-related problems (10) . The care of a person with dementia provided at home often involves longer hours and more intense care compared with the amount of formal care provided, and also compared with the care of persons without dementia (11) . Of all persons with dementia in Sweden, it is estimated in 2012 that 58% live at home, while 42% live in an NH (12) . Caregiving may include helping the person with dementia with activities of daily living (ADL) and coping with changed behaviour (3, 6) . Becoming a caregiver to a person with dementia can be seen as a transition through the process of the dementia disease as described in the transition theory by Meleis (13) . A transition is characterized by a turning point of change, from a fairly stable state, through a period of experiencing instability, uncertainty and distress, to another fairly stable state.
Caregiving for a person with dementia is sometimes experienced as positive (14, 15 ) yet it can be both physically and mentally demanding and many caregivers find it more than they can manage (7, 14, 16) . Caregivers are at increased risk of stress, strain, depression and other health complications (16) and have higher mortality compared with those caring for persons without dementia (17) . Caregivers often request information about the dementia disease, prognosis and how to deal with behaviour they perceive as difficult (3, 18) which has been reported to relieve caregiver strain. Respite care for the person with dementia has likewise been shown to relieve caregiver strain (19) . Caregivers often find it difficult to navigate the system of care and service and find the right person to contact for support with different caregiver tasks (9, 20) . Furthermore, caregivers can experience strain when caring, and this strain often increases prior to moving the persons with dementia to an NH (21) . Moving the person with dementia to an NH does not always mean relief, in terms of stress and strain, for the caregiver. Support during this care phase is also important.
Dementia progresses along a continuum, from early in the dementia disease to the end-of-life stage (22) . As the dementia disease progresses the caregiver has different needs for support from formal care. There is a need for knowledge about caregiving when caring for a person with dementia, especially regarding collaboration between caregivers and professionals involved in the care (20, 23) . Such knowledge is important for developing and improving formal support for caregivers. To develop best practice, caregivers' own descriptions of how they experience formal care through the process of the disease are essential. The aim of this study was to investigate caregivers' experiences of formal care when caring for a person with dementia, through the process of the disease.
Method

Design
This study has a qualitative approach with focus group interviews, analysed with content analysis. Content analysis was chosen as a flexible method which involves both manifest and latent interpretation (24) . This study was a part of a European study, "RightTimePlaceCare (RTPC)", performed in 2010-2013 in eight countries, Estonia, Finland, France, Germany, the Netherlands, Spain, Sweden and the United Kingdom (25) . The structure and development of the focus groups in all countries is described elsewhere (26) . In this study, focus group interviews were carried out in Southern Sweden. In Sweden, social services are provided at home, covered by the municipality, and regulated by the Social Service Act (27). Home nursing care is provided by county councils and regulated by the Health and Medical Services Act (28).
Sample
A strategic sample of 23 spouses and adult children of persons with dementia, of various age and gender participated. Participants all had experiences of the process of the dementia disease (parts or whole), and there were variations in care and service and municipal size. Inclusion criteria for the person with dementia were age ≥65 years, primary dementia diagnosis, Mini-Mental Test ≤24 (29) and living at home with support from formal care and social services, or in an NH ( Table 1 ). The criterias for the caregivers was that they should be living either with the person with dementia at home or visit them at least twice a month at home or in the NH. Recruitment from four municipalities (10,000-113,000 inhabitants) in southern Sweden was conducted by a contact person in each municipality; a registered nurse specialized in dementia. The dementia nurse contacted likely participants, informed them about the study and the focus group interviews, and asked them to give permission for researchers from Lund University to contact them. 
Data collection
Data were collected in October 2011 through focus group interviews (n=4), with one focus group per municipality, and four to seven participants per group. We selected focus group interviews (30) as a method to get participants to disclose positive and negative experiences of formal care in discussion with others, and to understand differences in perspectives. An interview guide was developed with questions about caregivers' experiences of formal care in the context of caregiving at home or in an NH. Further questions covered collaboration, communication and information related to formal care through the process of dementia, and suggestions for improvement. A pilot interview was conducted to validate the procedure and the interview guide. No changes were needed after the pilot interview. Two of the researchers, both experienced registered nurses, conducted the focus group interviews, one as moderator (A.C.J.) and the other as observer (C.L.). The moderator gave information about the aim of the interview, and led the interview using the interview guide. The observer helped the moderator keep participants on track and observed the interaction within the group (30) . To gain depth in the interviews, probing questions were asked. The participants were all active, discussed the questions with each other and shared experiences through the process of the dementia disease. The interviews were recorded and transcribed verbatim. The time per focus group interview varied between 124 minutes and 140 minutes.
Quality criteria
Trustworthiness was established by ensuring credibility, dependability, conformability and transferability (31) . Credibility was established by descriptions given by caregivers of their experiences of formal care when caring for a person with dementia. To achieve variation, we selected participants with varying age, gender and experiences of formal care, and from different municipalities in southern Sweden. All four researchers have knowledge of the context of Swedish care and service systems. To ensure that results were repeatable and consistent and to strengthen the conformability or the findings (32), all authors independently read the interview texts and identified meaning units responding to the research question, which should ensure that the data are dependable. Sub-categories, categories and themes were discussed between the authors until agreement was reached. Quotations were included to show similarities and differences in the transcribed interview texts. To make the results transferable, the context and sample concerning recruitment as well as the data collection method are described. The procedure of analysis of the interview texts is described in detail, thus enabling the reader to follow the authors' involvement in the analysis. The result may be transferable to other groups, for example caring of persons with fatal diseases with deterioration in cognitive functions.
Analysis
The interview text was analysed with content analysis as described by Graneheim & Lundman (32) . The transition theory (13) was used for interpretation in the analysis. Initially the first author (CL) read each interview. Thereafter CL read all interviews several times to get a sense of the whole. Meaning units were identified and later condensed and labelled with codes. The codes were sorted into sub-categories based on differences and similarities and, thereafter, into categories, i.e. at the manifest content level. Thus an overall picture and an underlying meaning, latent content and theme emerged ( Table 2 ). The co-authors (I.R.H., A.C.J., S.K.) independently reviewed the interviews and discussed the codes in depth with the first author in development of the sub-categories, categories and theme, until consensus was reached. Well aware of the danger of pre-understanding, the researchers strived to put themselves in the caregivers' situation when interpreting the text to understand it unconditionally when searching for meaning and essence. The moderator and co-authors are researchers in the field of elderly care and psychiatry and experienced in conducting focus group interviews. The observer has experience in working with persons with dementia and caregivers in the municipality and county council.
Results
The participants' experiences of formal care when caring for a person with dementia were captured in the theme "Family caregiving requires collaboration with formal care to get support adjusted to needs specific to the process of the dementia disease" consisting of three categories: "The dementia diagnosis -entry into formal care as a novice family caregiver", "Needing expanded collaboration with formal care to continue care at home" and "Being dependent on a nursing home and trying to maintain involvement".
When family caregiver´s enter the role of caregiving, they enter a new life situation with new demands, entailing a transition from novice to carer. The dementia diagnosis is a first step in the dementia disease process and becomes their formal entry into the role as caregiver and of starting collaboration with formal care. The need to be prepared and the need for information about the dementia disease, so as to better equip them to handle the persons cognitive impairment, becomes urgent. Caregivers proceed in their transition from independency to dependency as the dementia disease progresses. They rely on other next of kin to enable them to keep on caring at home and retain independence. Continuing caring for the person with dementia at home implies having to establish collaboration with various formal care providers. Finally, when the person with dementia moves to a NH and becomes totally dependent on formal care, there is a new transition for the caregivers as they need to build trusting relationships with the NH staff. It is important for the caregivers to communicate with the staff and be involved in the care of and care planning for the person with dementia.
The dementia diagnosisentry into formal care as a novice family caregiver Early in the dementia disease the next of kin to the person with dementia had to enter a new role as a caregiver without being prepared. During this transition they also had to start collaborating with formal care, not knowing their expectations. Awareness of their need for support from the formal care system had increased, including care for the person with dementia and support for themselves. The importance of knowledge about dementia disease and information about available care and services was emphasized. They experienced strain and weariness and realized that they were no longer able to manage the care on their own and had to apply for formal care and services. Some participants emphasized that formal care was accommodating and informative about available services. Others had to fight for care or services, both for themselves and for the person with dementia. Some mentioned that they had not been listened to when requesting aid, equipment or respite care at home. In this new role as caregivers, the participants had feelings of being alone and isolated because formal care was not supportive as expected. The participants also experienced increased isolation when relatives and friends no longer came to visit. One husband said, "We used to have a lot of friends. They disappear …" (FG3). To make new friends was a necessity when trying to create a new life. Disappointment related to formal care was expressed when participants themselves had to find out how the formal care system worked and who to contact. Spouses experienced feeling desperate when hospitals had neglected to make care plans before discharge. A wife said: "My husband got a stroke and he couldn't stand on his feet. Two days later, they sent him back from the hospital without any care planning." (FG4). The dissatisfaction over the lack of formal recognition of their importance as caregivers was discussed: Needing expanded collaboration with formal care to continue care at home Increasing cognitive impairment of the person with dementia implies an increased dependence, a loss of freedom and an expanded need for caregivers to collaborate with formal care. In this transition the caregivers tried to keep their independence for as long as possible, but needed improved collaboration with formal care to be able to continue care at home. When the cognitive impairment of the person with dementia increased, there was an increased need for assistance or supervision to manage ADLs and prevent accidents (for example, when the person with dementia needed assistance in the shower or left the house unattended). The home situation was characterized by collaboration with different care providers. The caregivers utilized formal care (home care, respite care, day care) to support their everyday lives. Having a contact person to facilitate communication with different formal caregivers was essential in this process. Even when they utilized formal care, the caregivers tried to avoid extended involvement from formal care and strived to manage by themselves as much as possible. They complemented formal care with care from relatives and neighbours to keep their independence and avoid "being a burden to society". Some participants left the person with dementia at home alone when going to work, which became a worry. At times, the person with dementia left the house and could not find their way back home. Then neighbours and friends were described as valuable support. A woman: "Everybody knew her because she went out with the dog all the time and she couldn't find her way home in the last years. Neighbours and friends came with her." (FG2). When the caregiving situation at home became increasingly problematic, communicating with others in dementia associations could be comforting. The struggle to avoid dependence on formal care had consequences for the participants, such as feeling inadequate in the care they were able to give. These efforts also meant worrying about the future and their own capacity to continue in their role as caregiver. One husband said, "It's really hard and at night you stay awake and think about … for how long can I keep doing this?" (FG2). As the dementia disease progressed, participants needed improved collaboration with different formal caregivers. Responsive social workers were described as giving a sense of security and confidence, as in this quote: "I was exhausted. I had to feel that I could sometimes have time off. I asked for help one day … and got help the next day!" (wife, FG3). SWs were sometimes reluctant to collaborate, for example when they denied a participant a request, such as for extended support in the form of respite care. To have to struggle and fight for care and support was exhausting. Lack of collaboration and repeated resistance to requests for extended care made participants feel pushed to the limit. Some even described suicidal thoughts. On the other hand, participants who got respite care at home expressed feelings of freedom and relief: "This is just respite care. They [staff] just stay with him, you see. But this I appreciate a lot … this help." (wife, FG2)
Being dependent on a nursing home and trying to maintain involvement
The move of a person with dementia to an NH is a difficult time in a caregiver's life, bringing with it separation from their beloved ones which leads into a new transition. Being involved in the care, and being consulted as experts on the needs of the person with dementia make it possible for caregivers to build a trusting relationship with the NH staff. Participants emphasized the importance of still being involved in the person with dementia´s life, and being encouraged to have some influence over the care at the NH. Trust and security were built when staff members were viewed as responsive to both the participant and the person with dementia and their expressed care needs. Having adequate communication with staff at the NH was described as an important prerequisite to being involved. The participants expressed confidence in formal care when they felt the person with dementia was well taken care of and the staff were s engaged and interested in the person with dementia's life and well-being. They also expressed confidence in formal care relating to NH staff requesting communication with the participants if they needed information about the person with dementia. A daughter said: "They even called and asked why he didn't want to have his pyjama pants … [laughter]. They always call and ask, and that feels secure!" (FG3). When, by contrast, participants experienced a lack of communication with NH staff they felt excluded from the care and lost confidence in formal care. Some participants had to call staff all the time, or had to stay at the NH to check the care of the person with dementia. Shortness of NH staff and lacking continuity among staff made the participants feel insecure and concerned about whether the person with dementia was well cared for. Shortness of staff was described as influencing activities for the person with dementia.
Daughter 3: On their home page, it says that there are two planned activities each day. It's also stated in … [the person with dementia]'s care plan. You are believed to think that this need for stimulation and activities was satisfied in an NH, but that's not the case. Daughter 5: The staff have to take care of all practical things and don't have time to take walks with the person with dementia or do puzzles. Son 6: It seems to be a problem that there is shortness of staff and so much to do. So even if there's a will there's no time. (FG2)
Discussion
The findings indicate that caregiving requires collaboration with formal care to get support adjusted to individual needs, specific to the stage of the disease the individual is in. Formal care was described to be reactive to caregivers needs instead of having a proactive approach. Experiences of formal care during the process of the disease when caring for a person with dementia can be understood by Meleis transition theory (13) . During transition, most people are vulnerable and need support to adjust in order to counteract unhealthy transition processes. In this study the participants seemed to be in an extensive transition process including three marked turning points related to their caregiving and their experiences of formal care in the disease process. The dementia diagnosis was a first turning point and the first contact with formal care. At this point the caregiver as the main caregiver is responsible for the care of and services to the person with dementia. Caregivers at this point are novices at caregiving, which places them in an unstable position when transitioning into the caregiver role. According to transition theory, healthy transition processes include exploring the meaning of the transition and modifying expectations to make them realistic. Healthy transition processes also mean restructuring life routines in response to the new situation, which allows the caregiver to regain a sense that their life is predictable, manageable and pleasurable. Developing knowledge and skills, creating new choices and finding opportunities for personal growth are included in a healthy transition process (13) . Caregivers in this study expressed a need for preparedness through knowledge about dementia which would prepare them for the caring role. They also needed support from formal care to manage the transition in a healthy way.
Being prepared for what is in store may protect caregivers from adverse outcomes, such as depression, and may provide help with coping (33) . An unstable period during the transition will stabilize when caregivers' needs are met. Caregivers in this study were in need of information, knowledge, care and support. They experienced formal care as reactive to their needs. When care and support were unavailable early in the dementia process, the caregivers struggled with the transition process which was not healthy (13) . Several of the caregivers found it exhausting trying to find information, care and services. They did not know who to contact within the formal care system. They also experienced the care system as fragmented, with different professionals and organizations being responsible for different types of care and services, as reported elsewhere (20, 34) . With increased caregiver strain, as well as unmet needs for formal care and support, caregivers will lack preparedness to provide care and planning for the future (33), leading to an unhealthy transition not facilitated by formal care. In order to facilitate a healthy transition process it is essential that formal care take a proactive approach, providing structured delivery of available options for care and support early in the process of the dementia disease. Interventions to facilitate the transition may be through reminiscence, to integrate the transition into the life course, and role supplementation, to facilitate development of new knowledge and skills. This can be evaluated by measuring process indicators for caregivers' well-being for early detection of difficulties at critical points in the transition, using various assessment instruments (13) . A contact person/case manager (35) who can assist navigation through the care and service system may facilitate and promote a healthy transition process for the caregiver when the diagnosis is set.
As the disease progresses the caregiver has increased need for formal care. This is the second turning point in the transition. The participants and formal care at this point shared the responsibility for the care of their person with dementia's care with formal care, implying compromised independence for the participants. Their needs for care and support changed individually. Collaboration with formal care increased to enable them to continue caring at home. This turning point, meant a new period of instability in the transition process. In such processes, a healthy transition can be described as creating healthy environments. The environment needs to be safe and secure, as well as enable the caregiver to accomplish daily routines. To accomplish a healthy transition related to compromised independence, a caregiver has to find new meaning in their situation (13) . Caregivers in this study became in need of care for the person with dementia, help with ADLs and day care or respite care. Their independence gradually became compromised as they adapted to the new situation. At this point, as previously, the participants experienced formal care as being reactive to their needs rather than foreseeing them. Caregivers also experienced insufficient communication and collaboration between professionals in care and services, as also reported in a previous study (36) . At this point, professionals should enable a healthy transition, be proactive and provide tailor-made care adapted to individual needs in the caring situation. Professionals also need to communicate and collaborate about care and services with both the caregiver and the person with dementia in understanding and with each other. This can facilitate a healthy transition and the provision of person-centred and tailor-made care when caregivers experience an increased need for formal care to be able to continue caring at home.
Our study revealed a third turning point, of the process in the dementia disease, when the person with dementia moved to an NH because of extensive care needs. At this point, the caregiver, who has had the main responsibility for the care of the person with dementia, is pushed to leave their loved one in the hands of NH staff. They became dependent on the NH staff but tried to stay involved in the care of the person with dementia. This turning point puts caregivers in a new unstable period of their transition. A healthy transition in this process can be described as mobilization of personal resources. Personal inner resources may change during the transition and new resources may be necessary to promote adaptability, coherence, well-being and a healthy life style (13) . A trusting relationship with and confidence in formal care seems to stabilize the transition if caregivers are invited by NH staff to be involved in the care of the person with dementia. Professionals need to be proactive and listen to and consult the caregivers as the experts regarding the needs and habits of the person with dementia. In this study, many participants expressed that they felt involved in and informed about the care of the person with dementia and that they trusted the staff. Being involved in the care meant having the possibility to participate in care planning and being listened to, which made caregivers feel confident in the professionals. This is consistent with the findings of Graneheim et al. (4) . By contrast, when NH staff did not respond, and sometimes did not even react, to the caregivers' needs the caregivers felt they were being ignored by formal care. They experienced a sense of being abandoned, exploited and unappreciated by formal care, all of which led to an unhealthy transition. One study showed that the staff and caregivers seemed to find it hard to understand each other's expectations and roles (4) . Caregivers in our study who were given the opportunity to build trusting relationships with staff at the NH became confident in formal care. It was most important for them to be involved in the care of the person with dementia to remain confident in formal care, which is in line with the findings of Lopez et al. (37) . In summary, it is important that professionals should be proactive to facilitate a healthy transition when the person with dementia is moved to an NH because of extensive care needs. Caregivers need to be involved as experts in the care of the person with dementia to build trusting relationships with NH staff. Interventions should monitor the whole transition and measure caregivers' well-being (13) .
This study has limitations. There were a wide range of disease processes in the sample, with memory problems ranging from 1½ to 15 years. This may have influenced the results, since it implies a wide range in caregivers' length of experience with formal care. For some participants their experiences were actual, while the experience was retrospective for others which may have influenced their memory. All participants were born and lived in Sweden, which could limit the results as knowledge from other countries may be valuable. Transferability of the results to other countries may also be limited as other countries may have different care and support systems. In the pilot group, three out of four participants had experience of home care and one participant had experience of both home care and NH care. Both manifest and latent content analysis was chosen to answer our research question. In the study, eleven participants had experience of formal care at home while twelve had experience of formal care both at home and at an NH. Our findings may have been different if separate groups had been selected for home versus NH care, to gain a deeper understanding of each group, or if separate spouse/child groups had been chosen.
Conclusion
The findings indicate that family caregiving requires collaboration with formal care to get support adjusted to individuals' needs specific to individual disease process. Caregivers experience a transition through the process of the disease, with three main turning points: the dementia diagnosis; the point when they realize increased need for formal care in order to continue caring at home; and the point at which the person with dementia is moved into an NH. The participants in this study experienced formal care as being reactive to their needs, leading to unhealthy transitions for the caregiver. Caregivers need formal care to be proactive and deliver available options of care and support early on in the process of the disease to facilitate a healthy transition. Interventions should focus on facilitating the transition to assure caregivers' wellbeing. This can be evaluated by measuring process indicators for early detection of difficulties at critical points in the transition, using assessment instruments for anxiety, depression, connectedness, empowerment and integrity.
